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Welcome and Announcements

JoshuaGordon,M.D., Ph.D. SusanA. Daniels,Ph.D.
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(NIMH)andChair]ACC NIMH,andExecutiveSecretary]ACC
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Virtual Meeting Etiquette

A Please keep microphones off unless you are speaking

A Yo? are welcome to turn your cameras on when you are, speaking but may leave them off if yo
prefer.

A During discussion, please keep your comments brieR(iiinutes) to enable other members to
have a turn speaking
A For Committee members that would like a comment read aloud:

A Please send the text of your commeqt via Zoom chat fungtion to the OARC Staff Member v
dzaAy3d UKS »%22Y aONbBSyYy VYVIYS a{9b5 / haa9b¢]

A When it is your turn to be recognized, the OARC staff member will read your comment to tt
group.
AZMr. Ste\rqe? Isaacson from the OARC team will be reading member comments sent through
oom chat.

A Closed captioning is available in Zoom for Committee members and on Videocast for members
the viewing public.



National Autism Coordinator
Update

IACC Full Committee Meeting
January 18, 2023

Susan Daniels, Ph.D.
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Non-Governmental Updates

AINSAR: Autism and the Criminal Justice System: Policy Opportunities and Challenges

APCORI Awards UNC Researchers $4 million to Evaluate Mental Health Interventions for Autistic
Adults

AU.N. Secretarfzeneral Statement for International Day of Persons with Disabilities
A Launch of the WHO Global Report on Health Equity for Persons with Disabilities



INSAR: Autism and the Criminal Justice System: Pol
Opportunities and Challenges

A With a grant from the International Society for
Autism Research (INSAR), Drexel University's A.J.
Drexel Autism Institute convened a consortium sz [
of international experts to explore ways to
Improve interactions between autistic individuals
and the justice system.

A Recommendations of the consortium to improve
the justice system were recently published in the
INSAR policy brieAutism and the Criminal
Justice System: Policy Opportunities and
Challenges

A The brief includes recommendations that are
specific to different aspects of the justice system= , 2
¢ community services, law enforcement, e,
confinement and reantry.

A Document can be accessed here



https://www.autism-insar.org/page/PolicyBriefs
https://cdn.ymaws.com/www.autism-insar.org/resource/resmgr/docs/2022_CJ_INSAR_Policy_Brief.pdf

PCORI Awards UNC Researchers $4 million to Evaluate Mer
Health Interventions for Autistic Adults

A ThePatient-Centered Outcomes Research Institute
éPCORI ) announced the approval of funding totaling N
96 million for 18 new research studies, including $4 | \
million for a study to assess which mental health \

Intervention, either cognitive behavioral therapy (CBT) . \
or mindfulnessbased therapy, is the best fit for CO r I |
autistic adults. ®

A Dr. Brenna Maddox and Dr. Micah Mazurek wilead
the study

e SCHOOL OF
A The researchers partnered witkutistic Adults and JE_[ J l Q C MEDICINE
other Stakeholders Engage Togeth&ASET) to
develop this proposal.

A This collaborative study aims to provide knowledge to
help patients and clinicians select the most effective
mental health intervention for autistic adults with
depression and anxiety.

A Press release can be found here



https://news.unchealthcare.org/2022/11/pcori-awards-unc-researchers-4-million-to-assess-adult-autism-interventions/
https://news.unchealthcare.org/2022/11/pcori-awards-unc-researchers-4-million-to-assess-adult-autism-interventions/

U.N. SecretanyGeneral Statement for International
Day of Persons with Disabillities

International Day of Persons with
Disabilities, 3 December

An his December 2022 message, UN SecrdBayeral Antonio Guterres
discussed the role of innovation and technology in achieving an
accessible and equitable world. He also stated that the cornerstone of
public-private cooperation toward this is the active participation of
persons with disabilities in their full diversity, and their full inclusion in
all decisioamaking processes.

A TheUnited Nations Disability Inclusion Stratqaresents a roadmap for
advancing disability inclusion and accessibility globally.



https://www.un.org/en/observances/day-of-persons-with-disabilities/message
https://www.un.org/en/content/disabilitystrategy/assets/documentation/UN_Disability_Inclusion_Strategy_english.pdf

Launch of the WHO Global Report on Health Equity 1
Persons with Disabilities

A At the 74th World Health Assembly in May e ————
2021, Member States adopted resolution N
WHA74.8 on The highest attainable = . Bositin
standard of health for persons with | for perTePOrton heggh o
disabilities. The WHO Director General, | Persons with disabiigs

was asked to develop a Global Report on
the highest attainable standard of health
for persons with disabilities by the end of
2022.

A In response, the WHO Global Report on
Health Equity for Persons with
Disabilities was developed in consultation
with Member States and disability and
health sector stakeholders.

A Report can be accessed here.


https://www.who.int/news-room/events/detail/2022/12/02/default-calendar/launch-of-the-who-global-report-on-health-equity-for-persons-with-disabilities
https://www.who.int/publications/m/item/WHA74-8
https://apps.who.int/iris/handle/10665/364834

Federal Updates

A White House

A Legislative Updates

A Interagency Committee for Disability Research (ICDR)

A RAISE Family Caregiving Advisory Council (FCAC)

A National Council on Disability (NCD)

A Federal Partners in Transition (FPT)

A Interdepartmental Serious Mental lliness Coordinating Committee (ISMICC)

A Federal Communication Commission Disability Advisory Committee (DAC)

At NBaAaARSY(iQa /2YYAUGUGSS F2NI tS2LXS 4A0K LyOasS
A National Advisory Committee on Individuals with Disabilities and Disasters (NACIDD)



Federal Updates, continued

ADOL Blog: COMD and Employment Trends for People with Disabilities

ANIH Request for Information (RFI): Innovative approaches to prevent mental health problems ai
promote mental wellness in populations that experience health disparities



White House

A President Joseph R. Biden issued a
Presidential Proclamatioto recognize
the International Day of Persons With
Disabilities on December 2, 2022.

AIn his proclamation, he reaffirmed his
FRYAYAAUNY GA2YQa O i 18] T
ensuring that people with disabilities ————
are afforded opportunities, THE XI;I;I\IE&O
independence, and respect. He
SYLKFaAaAI SR KA& ! RYAYAAUNY 0AZ2YQa
support for equity in healthcare and
employment, as well as disabllity

rights and disability pride.



https://www.whitehouse.gov/briefing-room/presidential-actions/2022/12/02/a-proclamation-on-international-day-of-persons-with-disabilities-2022/

Legislative Updates

1 The newly approve@onsolidated
Appropriations Act of 20Z23ncludes funding
towards autism and disabiliselated programs,

adzOK a UKS /5/Qa !'dz2iAay FyR 5S@Sf2LSyd
5Aal oAt AUASEA a2yAld2NAYV | 55au0 DbSUG2Z2N] >
L59! 3INIyda F2NJ aLISO > 525043

Research Program, grants under Kevin and ]
| @2 Y[UIS@A | YR aSRAOF AR 2ga UK.
Person program that helps people move from
institutions to communitybased settings.

 Kevinand @2 yliaw W& reauthorized with s
the passage of thélational Defense e
Reauthorization Aabn December 23, 2022. Thi \f |
program supports grants to protect children
with autism and DD who wander.

1 News articlesDisability ScoopAutism Speaks
Autism Society



https://www.congress.gov/bill/117th-congress/house-bill/2617
https://www.defense.gov/News/News-Stories/Article/Article/3252968/biden-signs-national-defense-authorization-act-into-law/
https://www.disabilityscoop.com/2023/01/05/congress-approves-boost-to-special-ed-disability-programs/30186/
https://www.autismspeaks.org/advocacy-news/milestone-wins-autism-community-federal-bill
https://autismsociety.org/national-statement-autism-society-grieves-the-passage-of-kevin-avontes/

Interagency Committee on Disability Researd@IDR

Managed by the Administration for Community Living

A All-federal committee established to promote coordination and collaboration among federal
departments and agencies conducting disability, independent living, and rehabilitation research
programs.

s Recent activities include:

o0 OnDecember 7, 2024CDR held an Executive Committee Meeting. The Committee heard updates fr
the GWI Work Group and the Disability Data & Statistics Work Group, which subsequently held its fi
meeting on December 12, 2022.

oC2ftt2¢Ay 3 Lzt A O GA 2 yIimEa&Eof COBM OEDisdbKitk ReSearttite LIS NJ
Committee published anpdated papein December 2022 that presents recent information on how the
field of disability research has changed and adapted throughout the pandemic, highlighting importar
areas of new research and how the shift to virtual research methods has modified the research
landscape.



https://icdr.acl.gov/
https://icdr.acl.gov/resources/reports/12072022-ec-meeting-summary
https://icdr.acl.gov/resources/reports/impact-covid-19-disability-research-new-challenges-and-widening-disparities
https://icdr.acl.gov/resources/reports/impact-covid-19-disability-research-2022-update

RAISE Family Caregiving Advisory Couhr€¢lAQ

Managed by the Administration for Community Living

A Federal advisory committee charged with providing recommendations to the HHS Secretary on
effective models of family caregiving and support for family caregivers.

A Recent activities include:
A ACL recently made thei022 National Strategy to Support Family Caregi(this Strategy) available for
public comment through November 2022. Details on a 2023 meeting are forthcoming.



https://acl.gov/programs/support-caregivers/raise-family-caregiving-advisory-council
https://acl.gov/CaregiverStrategy/

National Council on DisabilityNCD

A Independent federal agency charged with advising the President,
Congress, and other federal agencies regarding policies, programs,
practices, and procedures that affect people with disabilities.

A Recent activities include:
0 NCD released a report which examines weaknesses in the HCBS ecosystem,

entitled Strengthening the HCBS EcosystdResponding to Dangers of
Congregate Settings During COMHEDNCD found that about 14 million
Americans of all ages need HCBS, with 40% being adults under 65 years old,
and people younger than 30 years old making up the fastest growing nursing
home population. Chairman Andres Gallegos says that severe worker
shortages are compounding the large demand for services.



https://ncd.gov/
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.ncd.gov%2Fpublications%2F2022%2Fstrengthening-hcbs-ecosystem&data=05%7C01%7Cluis.valdez-lopez%40nih.gov%7C76ef77028280414c360908dae1f2dc92%7C14b77578977342d58507251ca2dc2b06%7C0%7C0%7C638070730441026963%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=du80banWYFioyFtM9NZfvU8oDwAJVl4FPTYn0EQ4HBI%3D&reserved=0

Federal Partners in Transition=P)

Managed by the U.S. Department of Labor

A All-federal workgroup formed in 2005 to facilitate exchange of information between federal agen
on transitionrelated issues for youth with disabilities.
A Recent activities include:
0 Members are continuing to work on developing a new Strategic Plan for transition age yout
with disabilities.
o0 The FPT Steering Committee met on December 15th, 2022.


https://youth.gov/feature-article/federal-partners-transition

Interdepartmental Serious Mental lliness Coordinatin
Committee (SMIC(Q

Managed by the Substance Abuse and Mental Health Services Administration

A Federal advisory committee charged with addressing issues related to serious mental illness (S
and serious emotional disturbance (SED).

A Recent activities include:
A The ISMICC met on October 28th at 10:00 a.m. ET. The full agémda is


https://www.samhsa.gov/ismicc
https://www.samhsa.gov/sites/default/files/meeting/agendas/ismicc-agenda-10282022.pdf

Disablility Advisory CommitteeAQ

Managed by the Federal Communications Commission

A Federal advisory committee that provides advice and recommendations to the Federal
Communications Commission on a wide array of disability issues, including communications an
video programming access.

A Recent activities include:

A The previous iteration of the DAC heldliist meetingon November . The archived meeting is
available online throughCC Webcast

A The DAC will meet again this year in 2023 with new membership. This iteration will last until
2024.



https://www.fcc.gov/disability-advisory-committee
https://docs.fcc.gov/public/attachments/DA-22-1002A1.pdf
https://www.fcc.gov/news-events/events/2022/11/disability-advisory-committee-meeting

A A

t NBAARSYUQa [/ 2YYAUUSS 7
Disabllities PCPIp

Managed by the Administration for Community Living

A An advisory committee that aims to provide advice and assistance to the President and the HH
Secretary on a broad range of topics that impact people with intellectual disabilities with the goe
Improving the quality of life experienced by people with intellectual disabilities by upholding thei
full citizenship rights, independence, sditermination, and lifelong participation in their
communities.

A No new updates since the July 28, 2022 meeting.


https://acl.gov/programs/empowering-advocacy/presidents-committee-people

National Advisory Committee on Individuals with
Disabllities and Disasters\(ACIDD

Managed by the Administration for Strategic Preparedness and Response

A The NACIDD advises the Secretary of Health and Human Services (HHS) on actions HHS can
before, during, and after disasters and emergencies to meet the unique needs of individuals wit
disabilities.

A No new updates since the August 4, 2022 meeting.


https://aspr.hhs.gov/AboutASPR/WorkingwithASPR/BoardsandCommittees/Pages/NACIDD/National-Advisory-Committee-on-Individuals-with-Disabilities-and-Disasters.aspx

COVIDRP19 and Employment Trends for People with
Disabillities

Blog Posting by the U.S. Department of Labor (DOL)

A As the economy continues to recover from setbacks related to the
COVIBL9 pandemic, people with disabilities haveawrtered the labor
force in greater numbers and have even surpassed theppralemic
level. This encouraging trend improves the historically persistent,
substantial gaps between workers with and without disabilities.
Structural changes in business practices prompted by the pandemic,
such as greater flexibilities in work schedules and more opportunities
to telework, may have opened additional opportunities for workers
with disabilities who had fewer such opportunities in the past.

A Read more here



https://blog.dol.gov/2023/01/03/covid-19-and-employment-trends-for-people-with-disabilities

Innovative approaches to prevent mental health problems and promote
mental wellness in populations that experience health disparities

A The National Institutes of Health (NIH) Advancing
Prevention Research for Health Equity (ADVANCE)
Initiative is seeking public comment from
community-based health and service providers and
organizations on interventions or programs that
prevent mental health problems or promote

mental health wellness in populations that Nationfall_l Inslti;utes
experience health disparities. of Hea

A Comments related tindividuals with disabilities as
a group that experiences health disparite®
welcome, though not listed specifically in the
announcement.

A Comments are due bMarch 1, 2023andcan be
submitted here



https://rfi.grants.nih.gov/?s=635c2990b0d83f141208c3d2

JACC Committee Business

JACC Full Committee Meeting
January 18, 2023

IIIIIIIIIIIIIIIII
COORDINATING COMMITTEE

Susan A. Daniels, Ph.D.

Acting HHS National Autism Coordinator
Director, Office of Autism Research Coordination, NIMH
and Executive Secretary, IACC



Committee Business Overview

AACC/OARC Portfolio Analysis Report
A2021-2023 |IACC Strategic PlBiscussion
A2022 IACC Summary of Advanbescussion



Update on the IACC Portfolio Analysis Report

AThelACC Portfolio Analysis Report

AProvides comprehensive information about autism research fundinc
across federal agencies and private research organizations in the U

ATracks progress towar@trategic PlatDbjectives
AProvides analysis of funding trends over time

ATracks progress towards th&CC Strategic Pl@udget
Recommendation

ATracks funding towards special topics of interest, including researct
autism in girls and women and research on racial/ethnic disparities.

AOARC is in the final stages of preparing28&9-2020 IACC Portfolio
Analysis Reportplanned to release in Spring 2023.

AOARC is also currently preparing 2821 IACC Portfolio Analysis Report
for publication in late 2023/early 2024.




2021-2023 IACC Strategic Pléhscussion

IIIIIIIIIIIIIIIII
COORDINATING COMMITTEE

Susan A. Daniels, Ph.D.

Acting HHS National Autism Coordinator

Director, Office of Autism Research Coordination, NIMH
and Executive Secretary, IACC



The IACC Strategic Plan Charge

TheAutism CARES Act of 20d&guires the IACC to develoiGérategic Plan
GF2N) 0KS O2yRdzO0 2FZ YR &adzLlLl2 NI 7
iIncluding as practicable for services and supports, for individuals with an aut

spectrum disorder across the lifespan of such individuals and the families of
3dzZOK AYRAOQOARdzZ f &¢



Recap of the 2022023 IACC Strategic Plan

Process

V OctoberNovember 2021: On behalf of the IACC, OARC collected input &trdtegic Plarfirom the
general public in a Request for Information (RFI). Results of the RFI were presented at the Janu
2022 IACC Meeting.

V November 2024March 2022: OARC collected survey input toward initial development dbtifategic
Planfrom IACC members. Survey results were presented/discussed at the April 2022 IACC Mee

V AprikJune 2022: OARC prepared the first draft of $tetegic Plamn behalf of the committee.

V July 2022: Strategic Plan Working Group Meeting was held. The first draft lBlaim@as discussed
and input collected by OARC.

V July 2022September 2022 IACC members responded to a second survey to collect further input
the first draft of thePlan.Results were posted ahead of the October 2022 IACC meeting.



2021-2023 |IACC Strategic Plan

Process

V JulyOctober 2022: OARC prepared a second draft ofSinategic Plan.
V October IACC Full Committee Meeting: IACC members discussed the second draRlahthe

V NovemberDecember 2022: IACC members submitted feedback on the second draft. Results we
posted ahead of the January 2023 IACC meeting.

V January 2023: OARC sent a third draft to IACC members for review and some additional commi
were incorporated.

V The draft plan will be discussed at the January 2023 meeting of the IACC.

C January 2023 IACC Full Committee Meeting (TODAY): IACC members will have the opportunity
vote to approve the newStrategic Plan.



2021-2023 IACC Strategic Plan:

Opportunities for Input and Feedback

In Summary:
Throughout the development of the Strategic Plan, IACC members and members of the geners
have had multiple opportunities to provide input and feedback on the Plan:

A Request for Information (RFI) issued to the general public in October 2021

AIACC members surveys issued in November 2021, July 2022, and November 2022

A Public comments submitted October 202 December 2022

A Discussions at the January 2022, April 2022, and October 2022 full committee meetings

A Strategic Plan Working Group meeting in July 2022

A All comments submitted by IACC members and the general public were carefully considered, ar
draft Plan was developed with the goal of building a consensus document that addresses the ne
Individualsacross the whole spectrum, across the whole lifespandfrom diverse communities.

AThank you to the Committee and the community for sharing your feedback toward the
development of the 20212023 IACC Strategic Plan!



2021-2023 IACC Strategic Plan:

Major Topics and Themes

Major topics and themes covered in the Plan:
AMajor research, services, and policy issues
AMajor federal activities and initiatives, interagency coordination

ACommitment to developing solutions to the challenges faced by individuals and their far
In health needs, services access, opportunities, and community inclusion

AAddCrlessing the whole spectrum and the whole lifespan including those with high suppo
needs

AAddressing the needs of those from diverse communities

ACommitment to inclusion, acceptance, and equity and reducing stigma, disparities, and
discrimination

ANeed for greater inclusion in research, including commubétged participatory research
AUpdate on research portfolio and budget recommendation



2021-2023 IACC Strategic Plan:

Revisions In the third draft

AAIl sections of the Plan have been updated, incorporating feedback from the Committee
Including the Introduction, Conclusion, and core chapters:

AChapter 1: Screening and Diagnosis

AChapter 2: Biology

AChapter 3: Genetic and Environmental Factors

AChapter 4: Interventions

AChapter 5: Services and Supports

AChapter 6: Lifespan

AChapter 7: Infrastructure and Surveillance

A CrossCutting Topic 1: Sex and Gender

A Cross Cutting Topic 2: Promoting Equity and Reducing Disparities
Almpact of the COVHD9 Pandemic



2021-2023 IACC Strategic Plan:

Revisions In the third draft

A Content on the following topics has been added or emphasized in the current draft:
AlIndividuals with intellectual disability
AlIndividuals with high support needs
A Selfinjurious, aggressive, and other challenging behaviors
AMinimally-speaking individuals and communication supports
AMental health services and supports
ACooccurring conditions
A Autism in older adulthood
ASex and gender issues
A Equity and racial/ethnic and other disparities
AFinancial need and financial planning



Committee Discussion

AWe welcome comments/discussion from the committee about the draft

AToday the committee will have an opportunity to vote to approve the new IA
Strategic Plan

AThe committee may vote to approve with agreed upon changes if needed



Committee Discussion of the IACC Strategic Plan

Draft




